You'll never do anything better than donate a kidney.
 
1 Donating a kidney will make a real difference to the life of a person with kidney disease.
A live kidney transplant is considered the best treatment for someone who has end stage kidney disease.
Donating a kidney is a big decision, so you need to have a good understanding of what live kidney donation is all about.
 This booklet has been written for people who are thinking of donating a kidney. This booklet will give you general information to help you decide if you want to be a live kidney donor.
If you decide to donate, there is another booklet with more detailed information on the tests you need, the operation and life after donation. This second booklet is called Live Kidney Donation -Information for donors about the tests, the operation and what life will be like after donation.
It is available on health.govt.nz 2 What do the kidneys do?
Your kidneys clean your blood.
Your kidneys are found on either side of your spine, just below and partly under your ribs.
Your kidneys work as filters to remove water and waste from your blood.
You get rid of this waste when you pass urine (pee).
1 Blood enters the kidneys through an artery from the heart.
2
Blood is cleaned by passing through millions of tiny blood filters called nephrons.
3 Waste material passes through the ureter and is stored in the bladder as urine.
4
Newly cleaned blood returns to the blood stream through the veins.
How kidneys work
3 Kidney disease damages the kidneys so that the waste can't be properly removed from the body.
When this happens, the waste builds up in the body. If the damage becomes very bad, your kidneys don't recover.
This is called end-stage kidney disease.
Over time, this will make a person very sick, and without treatment, the person will die.
End stage kidney disease is sometimes called renal or kidney failure.
You might know someone with kidney disease. This is where your kidneys are 4  What is live kidney donation?
Live kidney donation is when you give one of your healthy kidneys to a person whose kidneys don't work.
People whose kidneys don't work need dialysis (a treatment that cleans their blood) or a kidney transplant to stay alive.
Live kidney donation can give them a better and usually longer life.
The person who gives the kidney is called the donor.
The person who receives the kidney is called the recipient.
If you donate a kidney, you will need to have an operation.
Why is a live kidney transplant better than dialysis?
A live kidney transplant is a better treatment option than dialysis for many people with kidney disease.
If dialysis is done well, it can be very effective in treating kidney disease. However, a live kidney transplant will give the recipient a much more independent, active and usually longer life.
About 19 out of 20 live kidney transplants are working well 1 year after the operation. About 10 out of 20 live kidney transplants will still be working well after 15 years.
The best time for most people with kidney disease to get a live kidney transplant is just before they start dialysis. This is called a pre-emptive transplant.
Without a kidney transplant, people on average only live for 4-5 years after they start dialysis, although some people can live for much longer.
About 19 out of 20 live kidney transplants are working well 1 year after the operation. Donating to someone you know, like a family member or a friend, is called 'directed' donation. This is because you 'direct' that your kidney goes to a particular recipient.
Donating to someone you don't know is called 'nondirected' donation. In this case, you cannot say who receives your kidney. The kidney is given to the highest placed person on the kidney transplant waiting list.
How safe is donating a kidney?
Most people have two kidneys but can lead a normal life with just one.
Kidneys will only be accepted from donors who have passed a number of very thorough medical tests. There can still be a small risk that the donor could have problems after they donate their kidney.

If you pass all the tests, you can donate one of your kidneys to another person.
When you have your operation, the surgeon will leave your best kidney in you. Your other kidney will be transplanted into your recipient.
Most donors do not have any change in their health after donating a kidney.
About 3 in 1000 donors will go on to develop end-stage kidney disease. This is considered to be low risk.
About 2 in 1000 people who do not donate a kidney will develop end-stage kidney disease. This is also considered low risk.
For comparison, about 50 in 1000 New Zealanders will develop bowel cancer at some point in their lives, and about 100 in 1000 New Zealand women will develop breast cancer. These are considered to be high risks.
About 3 in 1000 donors will go on to develop end-stage kidney disease.
Most female donors who become pregnant after donating a kidney can have normal pregnancies. However, if you do get pregnant you will need to tell your doctor and midwife that you have donated a kidney. There is a risk that you could get high blood pressure when you are pregnant so your midwife and doctor will need to monitor you more closely.
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Can I donate a kidney?
To donate a kidney, you need to be: How do I get started if I decide to become a donor?
If you decide you want to be a kidney donor, you will need to get in touch with the renal (kidney) transplant co-ordinator at the nearest hospital that has a renal (kidney) specialist service.
The transplant co-ordinator is usually a nurse.
The co-ordinator's job is to help potential donors like you go through the kidney donation process. The transplant co-ordinator can answer your questions.
If you decide to donate your kidney, you will also deal with other doctors and nurses in the renal transplant team, including renal doctors and surgeons.
You will have your own team of doctors, nurses and coordinators who will look after you.
A different team will look after the recipient.
Phone numbers for transplant co-ordinators in New Zealand are at the back of this booklet.
If you want to donate your kidney to someone you know, talk to that person.
Sometimes you might need a family meeting to talk about it.
Some transplant co-ordinators might be able to come and talk to your family at home. Not all co-ordinators do this, so ask your transplant co-ordinator if they are able to do this.

Your recipient might say no the first time you offer to donate a kidney to them.
Keep on talking to them and offering to donate a kidney even if the recipient is on dialysis and seems to be doing okay.
New Zealand research shows that some recipients later regretted that they said no to someone who offered them a kidney. The person didn't offer again, and the recipient didn't know how to talk about donation with them again.
Dad, I can see that dialysis is really hard on you. I still want to give you a kidney so you can stop dialysis and have a better life. Will you think about it again?
 
What will I need to do if I decide to donate my kidney?
You will need to have some tests to find out whether you are healthy enough to donate a kidney and whether you are compatible with your recipient.
These tests will include:
• blood tests • heart, lung and kidney checks, and
• blood pressure tests.
You will need to be available on week days to complete most of these tests.
Some of these tests will be carried out at hospital, while others will be done at laboratories.
You won't have to pay for these tests -they are free for people who want to be donors.
Some of these tests might show you have medical problems you didn't know about. If this happens, you will be told immediately of any problems and offered appropriate treatment.
These problems could mean it could take longer for the renal transplant tream to agree that you can donate your kidney. Sometimes these problems might stop you from donating.
This can happen at any time. For example, you may be near the end of your tests and find out you can't donate.
All of these tests will be reviewed by the transplant team to decide if you can donate your kidney.
Even if the tests show that you are healthy enough for surgery but you can't donate to your recipient because you aren't compatible, you can still help by joining a programme called the Kidney Exchange.
Both you and your recipient will need to join this programme.
The Kidney Exchange programme works by finding compatible donors and recipients.
Your transplant co-ordinator can give you information about the Kidney Exchange programme. What else do I need to think about?
As well as finding out if you are a suitable donor, you need to think about practical things.
Donating a kidney involves an operation.
You will be in hospital for 3-5 days after your operation.
You will need time off work to recover from the operation. Depending on how you recover, you can expect to get back to your normal activities within 6-12 weeks.
You will need to organise things at home such as someone to look after your children or pets.
You may be able to get some assistance for loss of income while you are recovering from your donation surgery.
As of 5 December 2017 live organ donors can be compensated for loss of earnings and for up to 12 weeks to recover from donation surgery. Organ donors may also be reimbursed for travel and accommodation costs linked with the organ donor tests and surgery.
You won't need to use your annual or sick leave unless you need to be off work over than the maximum 12week period the Ministry of Health covers under the Compensation for Live Organ Donors Act.
If you are already getting a main Work and Income benefit, this will change over to the Emergency Benefit for a few weeks while you recover. If you are earning money on top of the benefit, the Ministry can cover that under the Act.
Talk to your donor or transplant co-ordinator for more information or have a look at: www.health.govt.nz/ liverorgandonation or email: liveorgandonation@moh. govt.nz.
Can I get any financial assistance?
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You are not entitled to any compensation. However you will be exempt from work test obligations from the time of your operation until you have recovered and a doctor says you are ready to apply for work again. This will be for a maximum of 12 weeks from your operation date. Remember most donors usually recover within 6 weeks of the operation. Talk to your case manager about your situation. You may need to go on a different sort of benefit while you are recovering from your operation.
If you earn income on top of your benefit, you may be eligible for compensation to cover this while you are recovering. Talk to your case manager about this and look at the information on the Ministry of Health's website.
As a donor, you will be able to get most of your travel costs covered by the National Travel Assistance Scheme.
You should keep all your travel receipts in case you are able to claim for these costs.

You may also be able to get some help with accommodation costs if you have to travel away from your home.
Your transplant co-ordinator can give you information about the National Travel Assistance Scheme and help you fill out any forms.
What if I am on a benefit?
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The time from making first contact with the transplant team to the transplant operation can take between 4 and 12 months. Talk to your transplant co-ordinator about the best way for them to contact you (mobile, text, email, phone). Also make sure you know the best way to contact your transplant co-ordinator. If you want to do your tests as quickly as possible then talk to your co-ordinator about how this can happen.
And if something happens in your life and you want to delay your tests for a while then talk to your co-ordinator about how that could work. The renal team don't want to put pressure on you to donate your kidney so the team might not contact you about your tests.
But the role of your transplant co-ordinator is to stay in contact with you so you know what is happening.
How long will it take before I can donate my kidney?
Kidney transplants are generally safe operations.
The risk of death from a kidney operation is 1 out of 3500, which is very low.
The transplant operation usually involves laparoscopic (keyhole) surgery. This means that you will have several smaller scars and an 8 centimetre scar instead of one very big scar.
The operation lasts about 3 hours.
 You will probably be sent home from hospital 3-5 days after the operation.
You may feel weak and unwell for some time after the operation. This is normal. After all, you were well before the operation.
You will also have some pain after the operation, but you will be given medicine for the pain.
The operation
25 You can expect to be able to go back to work 6-12 weeks after your operation.
The amount of time you will need to take off work will depend on the type of work you do and how quickly you get better after your operation.
Driving is not recommended for 1-2 weeks after your operation or while you have pain.
You shouldn't do things like heavy lifting, digging or playing sport for at least 6 weeks after your operation.
 Donating a kidney is a wonderful thing, but it can sometimes be more difficult than expected.
For someone who is usually healthy, it can be difficult to suddenly become a patient, especially if you are usually the person who looks after the recipient.
It is a big operation, and sometimes donors can feel tired for a few weeks after the operation before you get your energy back.
It is very important that you and the recipient both take time to recover properly and don't try and do too much too early.
It is also important that both you and your recipient have people who can look after you.
How long will it take me to recover?
Your surgeon will see you within a few weeks after your operation to make sure you are healing well.
You may also see your kidney doctor 6-12 weeks after your operation.
After that, you should get a check-up at the hospital or with your GP once every year.
For the first few weeks afterwards I was in pain and then I felt a bit depressed. I had really good family support, but it took me a while to get back to feeling as good as I did before the surgery.
 
Once your kidney has been removed, you cannot get it back.
You can change your mind at any time about being a live kidney donor until the moment you go into surgery.
If you change your mind about being a live kidney donor, the recipient will not be told that you have changed your mind. The recipient will just be told that you are not a suitable donor.
What if I change my mind?
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The recipient will not be given any medical or personal information about you unless you agree. You do not need to agree. In the same way, you will not be given any medical or personal information about the recipient.
However, if you want to, you can talk to your recipient about how your tests are going.
What happens to my information?
You can contact the your local kidney society (contacts on page 33) or Kidney Health NZ 0800 543 639 and talk to someone. They will not discuss your information with anyone else.
Who can I talk to about this?
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Being a live kidney donor is a very generous thing to do.
It can make a big difference to how long and how well the recipient lives.
Thank you for thinking about becoming a live kidney donor.
Thank you
